The needs of people with Parkinson's disease (PD) go beyond the purely medical domain and often require collaborative management. A Panel Discussion at the "Hither neurology" Symposium included neurologists, a speech therapist, a geriatrician and a sociologist. Their discussion highlighted certain aspects of the disability and disadvantage associated with PD. The starting point was a video recording, "Parkinson's Disease: the personal view", in which the contributors were patients and carers. Topics covered included counselling at the time of diagnosis; subsequent access to clinics and to neurological advice; access to therapy; support in the community; fluctuating disability associated with "on-off" phenomena; driving; and sexual problems.
Dr Pentland: The most obvious consequences of Parkinson's disease are the impairments: impairments of motor function but also of cognition, emotional state, communication, autonomic function and so on. While neurologists, as a rule, are pretty slick at picking up impairments perhaps they are not quite so adept at detecting and appreciating the extent of the disabilities and handicaps consequent upon these impairments. Do we always realise the full impact of the disorder on the everyday life of the patient and his family?
The Parkinson's Disease Society (PDS) has commissioned an excellent film entitled "Parkinson's disease: the personal view" produced by YEY Television. It was devised by Pauline Smith, Education and Training Officer of the PDS, but is an unscripted and unprompted account by patients and carers of what they feel are matters of concern for them. The perceived needs of patients and carers respectively are summarised in tables 1 and 2 which are taken from the film. This videorecording will act as the basis for the panel discussion. SEGMENT 1 A patient, Richard, describes the onset of his symptoms, his initial contacts with his general practitioner and neurologists, the discovery of and his reaction to the diagnosis, his understanding of the likely prognosis and some of the psychological and social consequences of the disease. Dr Findley: To inform patients of the diagnosis in optimal circumstances you need the right place, person and time. To consider "place" first, the majority of people are told in the outpatient clinic. A few are inpatients and in our experience telling people in the ward or during a ward round is not appropriate. We like to have a relative or carer there with the patient, and we always have a trained counsellor present as well. Adequate time is crucial, avoiding any sense of pressure, so we try to organise our new patient clinic in an area separated from the general hubbub of the rest of outpatient activities. Precisely what information is imparted will depend on the patient's overall abilities, and the approach is essentially an exploration of the individual's knowledge and expectations about the disease. It is usual for us to review the patient four weeks later, so we ask them to think about the diagnosis and write down any questions before this visit. In addition to these consultations, however, the counsellor will see the patient immediately after diagnosis and give him the chance to unload his thoughts and ask questions which he might have felt inhibited about asking the doctor.' Dr Oxtoby: Everything we try to do at Romford is the result of the messages we got from patients about what they wanted and needed. One of the messages from Richard in the video was that he did not feel in control of his life. Our strategy aims to assure people that they have a say in what happens to them right from the beginning. The counsellor is in the room when the doctor explains the diagnosis, hears what is said, sees the patient's reactions, and is able to follow up immediately afterwards. Neurologists tend to feel optimistic about Parkinson's disease and transmit a rather We (neurologists) are not trained as counsellors and I think the benefits of a skilled person when imparting serious life-altering diagnoses is enormous. The expenses involved are minuscule. Consider the patient we have just seen on the video; perhaps a whole series of consultations might have been avoided if the diagnosis had been given properly from the start. Thus money is saved in the long term. Dr Oxtoby: We are not at the stage of costing the service yet. It is relatively easy to measure the cost-benefit of life-saving procedures, but we have a group of patients who are likely to live for a long time, and the important challenge is to improve their quality of life which is not so easily measured. We must also remember that often these patients are unable to express their needs for themselves, and are not demanding. It is our duty as professionals to speak up for them. Dr Pentland: Loss of the ability to drive can be a devastating handicap. In the film Richard describes losing his licence as though he had lost a relative. Dr Barnes: One can hardly overestimate the importance of continued driving in the maintenance of independence and even for those who cannot drive it is essential to preserve accessibility to vehicles to ensure mobility outside the home. In Newcastle we have established a Driving Assessment Centre, supported by the PDS. The centre provides advice and information about driving as well as guidance about practical adaptations to vehicles. We are finding that patients receive a great deal of inappropriate advice from neurologists and other health professionals. Cognitive and behavioural difficulties pose more of a problem than physical aspects of fitness to drive. It is very clear that decisions cannot be reliably made on the basis ofpencil and paper tests done in the doctor's office. It is also never possible to give advice purely on the results of test rig assessments. There is no substitute for putting the patient behind the wheel of a car with an experienced driving instructor, and trying things out on the road. For those concerned about costs they can be reassured as this service runs at a cost of £25 000 per annum. We have one therapist and a part time secretary, the driving instructors are self-financing as the customer is charged for their services. In fact we hope that by saving on ambulance transport costs the service will become self-financing and cost nothing.
The Royal College of Physicians' report "Physical Disability in 1986 and Beyond"2 recommended driving assessment units as part of each regional rehabilitation centre. Driving assessment is but one example of services which should be concentrated in regional rehabilitation centres. Others might be communication aids centres and advisory services for dysphagia. If we do have such regional centres who should be responsible for running them: neurologists or rehabilitation physicians? There are in fact good arguments for "demedicalisation" of such facilities, that is, for other professionals to manage them, and while in practice it usually depends on the individual personalities involved rather than their specialty. I shall not sit on the fence, but come down on the side of rehabilitation physicians. I would like to see the growth of this separate specialty with its much broader based training programme than that of neurologists. Dr Quinn: If disabled people are to be encouraged to drive there is a need for more adequate hospital parking for disabled people. SEGMENT 2 The husband ofayoung woman with PD describes how different she is when seen in the consultant's clinic, often looking at her best, in contrast to how she may be later that day or the next. He describes how he often thinks "This is when we need the neurologist-to see Valerie now!" There is insufficient time to address patients' needs effectively in the clinic, and I believe key workers are necessary. I work with a geriatric liaison nurse who is not fussy about the age spectrum. She has time, and commitment, and has knowledge of all the support services which can be called upon to provide help for these patients. We are also evaluating a key worker system funded by a grant from the Nuffield Provincial Hospital Trust for Young Disabled People.
Finally, although most of Parkinson's disease is dealt with in the community in our district I estimate that patients with the disease continuously occupy eight acute beds which is a considerable consumption of inpatient resources. SEGMENT 4 A carer describes the difficulties encountered getting access to appropriate remedial therapy advice stating that, while his general practitioner was generally supportive, he had to make the initiative to have his wife referred to speech and other therapies. His wife makes the plea for doctors to ask and listen to the patient. Another husband relates how people will come up to his wife and himself, and ask him how his wife is, prompting him to tell them "She is here! Ask her!" Mrs Scott: It angered but did not surprise me that this man had to go out and find therapy for his wife. It often seems that patients enter a lottery to get speech therapy. Because the patient cannot communicate very well, all too often the neurologist talks to patients rather than discusses things with them and referral to speech therapy does not occur. We might pick them up via the general practitioner but that is very unlikely.56 A small number come from the local PDS but again that is a case of chance. Often you doctors are not entirely sure what speech therapy can do, but think that on the whole we are nice girls who will at least give the patient a pleasant chat.
Over nother concern is the manner in which patients, once they reach a certain age, or become incontinent or confused, are shifted from a neurology or medical clinic to the geriatric or psychogeriatric department. What we need are joint clinics by a group of dedicated people to ensure some continuity of care for these families. Professor Thomas: I am sorry that the discussion has not touched on the role of occupational therapists who, in my experience, often make the most useful contribution. Dr Ward: Could you comment on sexual problems, which two carers discussed in another segment of the video? Dr Quinn: We carried out a questionnaire survey and found that about two thirds of male patients and half of their spouses saw themselves as having a sexual problem compared to about one third of female patients and very few of their partners." The spouse may no longer find their Parkinsonian partner attractive in a sexual sense. Patients can be asked about sexual problems as part of an enquiry about autonomic function. I have never come across anybody who has been offended by my asking.
Patients feel it is a very personal aspect of their lives, and the fact that the doctor takes the trouble to ask may actually enhance the doctorpatient relationship. Often one is limited in the advice one can offer, but hopefully the patient can be put in touch with specialist counselling. Even if nothing is available, the fact that the problem is recognised is usually appreciated by the patient. Dr Pentland: We have seen only a fraction of this excellent film and discussed partially the segments we have seen. We hope the discussions generated, however, have been useful, and will leave you pondering the need to address the wider needs of patients and their families, and consider alternative ways of delivering such a service. Neurologists cannot do it all themselves, but we must assume responsibility for promoting the development of such facilities.
